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Abstract

Over the past 20 years, there has been a continuous increase in the number of families
choosing to homeschool their children, and a significant number of these families are
homeschooling children with disabilities (Redford, Battle, & Bielick, 2017). Occupational
therapists work with children who have disabilities in a variety of practice settings, including
home-based, clinic-based, and school-based practice areas. However, there has been no research
regarding the unique considerations of the lived experiences of homeschool families and
occupational therapy services. The purpose of this pilot study was to explore the challenges and
supports related to accessibility and utilization of occupational therapy services among parents
who homeschool a child with a disability. A phenomenological qualitative research methodology
was used to construct a set of focused and open-ended research questions. A total of five
participants were recruited through purposive sampling via fliers distributed to facilitators of
homeschool support groups who had their information available online. All interviews were
recorded and transcribed verbatim and then coded and analyzed in alignment with a
phenomenological process. The findings of this study resulted in five themes which included:
(1) you have a voice, (2) I had to fight for it, (3) pieces of the puzzle, (4) does this work at home,
and (5) help is out there. The participants' experiences confirmed that there are many unique
challenges that parents who homeschool a child with a disability face throughout their process of
accessing and utilizing occupational therapy services. It is important for occupational therapists
to be aware of these challenges in order to provide more family-centered services to this
increasing segment of the population. Specific recommendations to OT include the importance
of increasing awareness of services in primary care settings and the critical factor of including
parents throughout the therapy process.
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Homeschool and Occupational Therapy

Introduction
The children in any society, nation, and community are commonly regarded as the most
valuable and vulnerable members. Children represent the tension of a society’s future and hope,
while they are also among the most dependent recipients of basic human rights, which includes
access to health and education services. Childhood issues related to lack of access to basic health
and education services has been buffered in the United States through the implementation of
compulsory education laws, early intervention services, and many additional education and
healthcare initiatives aimed at providing accessible resources for all children (Grady & Gosmire,
1995). However, buffering may not be enough for children who have disabilities.
Many parents today are not satisfied with the services their children who have disabilities
are receiving in public education, and increasing numbers of parents are choosing to homeschool
as an alternative (Cook, Bennett, Lane, & Mataras, 2013). Research confirmed that children who
have disabilities face additional challenges in public schools that make them more susceptible to
bullying than their typically developing peers (Mishna, 2003). Reports from the National Center
of Education Statistics consistently report “concern over school environment” as a primary
reason that parents choose to school their children at home (Redford, Battle, & Bielick, 2017, p.
11; Wang, Rathbun, & Musu, 2019, p. ix). Currently, very little is known about the challenges
and supports that parents experience related to accessing and utilizing health and education
services for their child with a disability when they choose to withdraw from the public education
system.
Occupational Therapy (OT) is uniquely suited to assess and address the multi-faceted
needs of families who have a child with a disability. The broad scope and expertise of OT
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encompasses complex issues in the context of a persons’ physical and social environment,
including developmental disabilities, learning disabilities, autism, sensory disorders, mental
health, and emotional behaviors (AOTA, 2014). Additionally, occupational therapists work with
children and families in a variety of contexts, including rehabilitation based settings such as inpatient hospitals and out-patient clinics, and community-based settings such as homeless
shelters, early intervention programs, and public schools. The role of occupational therapists in
public schools is to support the unique needs of children who have disabilities in accessing their
right to a free and appropriate education in the least restrictive environment (AOTA, 2019). The
concept of the “least restrictive environment” is a universal best practice to promote learning and
growth without excessive use of restraint, confinement, or isolation (AOTA, 2016).
A growing number of parents are choosing to homeschool because they don’t feel that the
public school can satisfactorily meet the complex needs of their child with disabilities (Redford
et al., 2017). Additionally, there is a tendency among parents who homeschool to distrust
government-funded systems such as healthcare, education, and social services to have their best
interests in mind (Lines, 1991; Murphy, 2012). The focus of this study is to explore the lived
experiences of parents who homeschool a child with disabilities and learn about how they access
and utilize occupational therapy services. The desired outcome of this study is to increase
healthcare and educational professionals understanding of families who homeschool children
with disabilities in order to enhance the outcomes for the valuable and vulnerable children of our
society.

Homeschool and Occupational Therapy

Literature Review
Overview and History of Homeschooling
Educating children at home is a tradition that has evolved throughout history and stands
as a time-honored alternative to the development of government-funded public education
systems. Prior to the development of public schools and the use of tax dollars to enhance public
education initiatives, educating children at home was essential and economical; especially in
rural settings where access to schools was limited and children were often needed to help with
chores (Lines, 1991; Murphy, 2012; Ray, 2018). Without access to public education, only the
wealthy could afford to send their children to private boarding schools, which were traditionally
only available for boys of Euro-American descent, leaving the majority of parents responsible for
the education of their children (Murphy, 2012). The installment of nation-wide public education
and the enactment of compulsory school attendance laws in the late 1800s and early 1900s
brought a sharp decline of homeschooling throughout the United States.
The purpose of compulsory attendance laws was to equalize educational opportunities for
children regardless of wealth or social standing and provide protection against the unethical
practices of child labor (Murphy, 2012; University of Minnesota, 2010). The compulsory
education laws impacted both the practice and legality of parents’ homeschooling their children
at home in the United States until new legislation was proposed in the early 1980s. Amendments
to the compulsory attendance laws marked the beginning of the modern homeschooling era,
which was driven by parents who desired more direct control and less government involvement
in their children’s education (Lines, 1991). Early homeschooling traditions were a matter of
necessity, whereas modern homeschooling is a matter of choice.
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The rebirth of homeschooling as a modern educational alternative is distinct with most
sources citing the modern movement as emerging in the late 1970s and early 1980s (Isenberg,
2007; Lines, 1991; Murphy, 2012; Ray 2018). Two initial branches emerged with different
motivations, but both pursued legal revisions to compulsory education laws (Isenberg, 2007;
Murphy, 2012). The first group was motivated by ideals informed by fundamental religious
beliefs, primarily Baptist and Pentecostal branches of Christianity, while the second group was
more liberal and philosophical and strongly influenced by the convergence of modern
progressive thought (Murphy, 2012). It is difficult to say which group first began advocating for
legal revisions to compulsory education laws as books and articles can be found from the late
1970s from both fundamental religious authors and liberal educators of that day.
Based on the timing of these two distinct groups’ decisions to withdraw from the social
institution of education, it is speculated that they collaborated to achieve this goal on the shared
core belief that “society corrupts the pure individual” (Younkins, 2005, para. 2). However, the
application of this shared core belief manifested in different pedagogues between these two
distinct groups. The liberal group applied this belief towards a pursuit of enhanced freedom and
exploration centered in the natural world apart from the oppressive forces of society. In contrast,
the more conservative group applied the belief that society is corrupt as the basis to shelter their
children within strong religious teachings to provide protection from a social environment that
was perceived as destructive and evil (Murphy, 2012). These two groups had a shared belief
about society not having the best interests of the individual, and from that shared belief emerged
two distinct emphases: one seeking freedom in the natural world, and one striving to offer shelter
and protection within the family unit.
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The basis of the conservative religious homeschool groups can be sourced in the writings
of the early homeschool advocate and author, Dr. Raymond Moore (1916-2007). Moore was a
well-known teacher, principal, and superintendent of the California public schools and later a
dean and president in Seventh Day Adventist universities (Moore, 2018). Moore published a
series of controversial books from the late 1970s through the mid-1990s that denounced
preschool education initiatives as being oppressive to young children and promoted
homeschooling as a stress-free alternative to what he described as a toxic public school education
(Moore, 2018). Moore and his wife advocated against early childhood compulsory education
laws for preschoolers in California and lobbied for legislation to provide exemptions to
homeschoolers (Moore, 2018). Dr. Moore became widely known through his writings and
teachings and is most commonly attributed as being the “grandfather of home-based education”
(Murphy, 2012, p. 34). The writings of Dr. Moore are still in circulation today and are frequently
cited in more recent writings that promote homeschooling based on religious and moral beliefs.
Many homeschoolers on the conservative end of the spectrum believe that on some level,
society and its institutions are dangerous and will corrupt the fragile essence of childhood.
Therefore, a frequent conclusion is that children need strong religious guidance, along with the
continued nurturance and protection of their families (Kunzman, 2009). Additionally, Murphy
(2012) underscored the emphasis on parental authority and traditional family values as being
more important on this end of the spectrum than the freedom of the child/individual.
Fundamental beliefs of this group center around opposition to the worldview taught in public
schools on the basis that secular academic, social, and moral values are at odds with traditional
Christian beliefs and family values (Murphy, 2012). Fear can be a powerful motivator, and it
appears that families who choose to homeschool on this end of the spectrum may be partially
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motivated by fear of their child’s spiritual or moral corruption and a loss of parental control
(Murphy, 2012).
In contrast, many homeschoolers on the liberal end of the spectrum place a greater
emphasis on the child and value individual freedom and self-discovery as philosophized by
French philosopher Rousseau and other Romantic-era contemporaries (Murphy, 2012).
American educator and author, John Holt (1923-1985) built extensively on Rousseau’s
philosophy and is considered the founding father of the modern homeschooling and unschooling
movement (Farenga, 2018). In contrast to Moore’s belief that children are fragile and need
protection, Holt’s ideals encourage and support the liberation of the wild and free essence of
childhood from the limitations of the oppressive confines of society.
Core beliefs among the more liberal spectrum are based on commitments to childcentered learning, child rights, the innate goodness of humanity, and the importance of a flexible
learning environment (Murphy, 2012). This group currently makes up approximately 10% of the
modern homeschool demographic and is known to be less organized and structured in
comparison to its conservative counterpart (Murphy, 2012). However, both groups initially
collaborated in the early 1980s to affect legislation and provide legal provisions to protect the
educational freedom of their children (Isenberg, 2007). The modern-day homeschool movement
captures a broad spectrum of beliefs and motivation, and there is a continuum of reasons and
values that inform families who choose to homeschool today.
Types of Homeschooling
Many modern homeschool parents described values shared with the historical traditions
of early Americans who educated their children at home in natural environments and
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incorporated activities of daily life into their children’s educational curriculums (Kunzman,
2009). There are many different types, subtypes, and independent groups that provide
geographical, ideological, or pedagogical support for homeschool families. However, most
homeschool groups fall into either ideological or pedagogical categories, with many families
claiming religious values and teaching styles as primary motivations to homeschool (Cook et al.,
2013). It is clear from these research results that many parents who homeschool, desire the
freedom to integrate their spiritual beliefs and moral values into their children’s education.
A quick Google search can connect anyone with a homeschool network based in any
ideological religious group including; Catholic, Mormon, Muslim, Jewish, Jehovah’s Witness,
and a wide variety of Christian groups (See Appendix A). Additional special interest homeschool
groups include those focused on specific populations such as the National Black Home
Educators group and the Homeschool Association for Military Families. The Homeschool
Association for Military Families receives funds from the Department of State and provides a
provisional allowance for service members deployed overseas who choose to educate their
children at home (U.S. Department of State, 2018). It is important to keep in perspective that
some families choose to homeschool based on ideological or religious convictions, while others
choose to homeschool because of circumstances including location, lifestyle, and the educational
options in their region (i.e., military families who are deployed or relocated frequently).
Regardless of the reasons why they homeschool, it can be assumed that all families who
homeschool have their own opinions, experiences, and perspectives that inform their teaching
style and learning environment.
Pedagogical methods include a comprehensive assortment of teaching and learning styles
emphasizing everything from highly specified classical education and Montessori methods to
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more unstructured philosophies centered around child-led learning theories and “unschooling”
concepts as popularized by John Holt (Murphy, 2012). The emphasis on natural learning with no
formal education plan or strategy is becoming increasingly popular through celebrity
involvement and world-wide internet-based groups such as the “Wild and Free” network
(Arment, 2018). Pedagogical methods are as diverse as the families themselves and may include
a hybrid mixture of teaching styles based on the parent’s education, experiences, and values
blended with the context of the family and home environment. Additional details and links to the
websites of these diverse homeschooling groups and pedagogical styles are provided in
Appendix A.
Current Homeschool Trends and Demographics
There is a growing number of individuals in the United States choosing to homeschool
(Cheng, Tuchman & Wolf, 2016; Isenburg, 2007; Redford, Battle, & Bielick, 2017; Wang,
Rathbun, & Musu, 2019). The most recent data collected on homeschool families across the
United States is from the National Center for Education Statistics (NCES) 2019 report which
showed an increase in homeschooling numbers from “1.7% in 1999 to 3.3% in 2016 with
numbers estimated to be 1.7 million at the time of the 2016 survey” (Wang et al., 2019, p. 32).
Additional sources estimate the actual numbers of total homeschool students in the United States
to range between 2 million to 2.3 million (Cheng et al., 2016; Isenburg, 2007; Ray, 2018;
Redford et al., 2017). At the time of the survey, Redford et al. (2017) identified the majority of
homeschooled students as white (83%) and living above the poverty line (89%). The National
Homeschool Education Research Institute (NHERI) estimated that up to 32% of homeschool
students include ethnicities of Black, Asian, Hispanic, and non-Caucasian others (Ray, 2018).
The Coalition for Responsible Home Education (CRHE) illustrated the progressive results of the
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National Household Education Surveys from 1999 - 2016 in a series of graphs to show an overall
increase in homeschooling numbers, as well as a gradual decline in rates of families who
homeschool who are white, and a significant recent increase among families of Hispanic origin
choosing to homeschool (CRHE, 2017). The changing demographics of homeschooling suggest
that there is an increasing need for research to understand the motivations and experiences that
precipitate these shifts.
Educational data that includes homeschool families has been gathered by the U.S.
Department of Education’s National Center for Education Statistics since 1999. Their data comes
from two surveys measuring “parent and family involvement in education: the PFI-Enrolled
survey and the PFI-Homeschool survey” (Redford et al., 2017 p. i). The PFI-Homeschool survey
“asks questions related to the students’ homeschooling experiences and the reasons for
homeschooling,” and 397 homeschool families completed this survey in the United States
(Redford et al., 2017, p. i). The 2012 NCES report showed that nine out of ten parents indicated
concern about the environment of schools, primarily related to “safety, drugs, and negative peer
pressure” to be the primary motivation to homeschool their child (Redford et al., 2017, p. ii).
Additional concerns included the public-school delivery of moral and academic
instruction, with 64% of parents indicated that they desired to integrate religious and moral
instruction with their children’s education (Redford et al., 2017). The 2012 NCES report did not
collect data for children with disabilities who are homeschooled. However, the 2007 National
Household Education Survey Program collected data that found “approximately 21% of
homeschooling parents reported ‘other special needs,’ and 11% reported ‘physical or mental
health problems’ as important reasons for homeschooling” (Cook et al., 2013, p 91). Watson
(2018) tracked the comparative participation rates between public school and homeschool
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students from the Department of Education offices in 22 states over 15 years, from 2000-2015.
The data showed an overall upward growth of families choosing to homeschool in most states,
with Arkansas and Montana showing the highest percentage of homeschoolers with averages
close to 4% of the total school-aged population in their respective states (Watson, 2018).
According to the most recent NCES report, the highest percentage of homeschooled students in
2016 are located in rural areas in the south and west regions of the United States (Wang et al.,
2019, p. 33). The prevalence of homeschooling occurring more frequently in rural settings could
be related to the educational options available in those regions.
Homeschooling Regulations in the United States
Homeschooling achieved full legal status in all fifty states in 1993 (Cook et al., 2013).
However, each state determines its guidelines and regulations, which vary significantly across
the United States. The Homeschool Legal Defense Association (HSLDA) provides a userfriendly database for each state’s current laws and requirements for homeschool families
(HSLDA, 2019). Currently, thirty-nine states have regulations of varying levels regarding
homeschooling, and eleven states have no requirements at all (HSLDA, 2019). Among the thirtynine states that do have regulations, they vary in terms of “minimal, moderate, and high ”
regulatory standards (HSLDA, 2019, para. 1). Parents have to be aware of and compliant with
their state regulations to avoid charges of truancy or educational neglect.
These standards have great variation state to state. Texas has minimal guidelines for
parents who homeschool and only requires the following subjects to be taught in a “bonafide”
manner: math, reading, spelling, grammar, and a course in good citizenship with no formal
record-keeping, attendance, or testing requirements (HSLDA, 2019). Other states with moderate
requirements such as South Dakota only require that parents teach their child language arts,
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math, and apply annual standardized testing, which can be administered by the parents (HSLDA,
2019). Minnesota is another state with moderate requirements with the following required
subject content: reading, writing, literature, fine arts, math, science, history, geography,
economics, government, citizenship, health, and physical education (HSLDA, 2019).
Additionally, Minnesota requires annual testing and stringent record-keeping, including proof of
curriculum, attendance, and assessment of achievement (HSLDA, 2019).
In contrast, the state of New York has some of the most stringent guidelines which
include: an official letter of homeschooling intent, the submission of a fully developed
individualized home instruction plan (IHIP) which includes curriculum, textbooks, course
syllabi, and a quarterly reporting schedule (HSLDA, 2019). The state of New York also has
detailed course and credit requirements, testing standards, and record-keeping requirements
(HSLDA, 2019). Most states are somewhere between these two extremes of the regulatory
continuum, with most requiring minimum record-keeping to document homeschool attendance
of at least 180 days per year, which is the only legal requirement in the state of Oklahoma
(HSLDA, 2019). Current homeschooling laws in the United States allow for broad parental
freedoms with very little monitoring or protecting the rights and safety of the children (Coalition
for Responsible Home Education, 2019).
Many sources described the homeschool community as being a problematic population to
capture accurate data, because of the many different groups and subgroups as well as a notable
lack of trust and the long-standing history of divisive politics between homeschool families and
persons associated with government systems (Isenberg, 2007; Lines, 1991; Murphy, 2012;
Watson, 2018). Isenburg (2007) attributed this lack of trust partially to the tumultuous history
surrounding homeschooling gaining legal status in this country. Accurate data collection is
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challenging due to the variation of the regulations of each state, with some not requiring an
official notice from parents who withdraw their children from public schools (Watson, 2018).
The diversity in state regulations explains why the current estimates of children who are
homeschooled cover such a wide range, it is possible that the numbers are much higher due to
inconsistent regulations and limited data tracking of this segment of the population.
Homeschool parents may also perceive government based data collection and regulations
as unjustifiable intrusions in the domain of family life (Kunzman, 2009). Additionally, an
unknown number of families may elect not to follow state reporting requirements, which adds to
the complexity of creating accurate data. Although the failure to comply with their state’s
mandatory school compliance laws is considered an illegal practice that is known as “truancy,”
there are rarely any consequences imposed on parents who educate their children ‘off the grid’
(Isenberg, 2007; Murphy, 2012; Watson, 2018). The legal component of truancy may further
discourage parents from reporting to their local school district, especially if the family has
additional legal concerns related to immigration, criminal background, or employment status.
Perspectives About Parents Who Homeschool Children with Disabilities
There is a growing interest in understanding the phenomenon surrounding the increasing
numbers of families who homeschool children with disabilities. Traditionally, students with
disabilities are supported by an interdisciplinary team approach centered on an Individualized
Education Plan (IEP), which frequently includes occupational therapy assessment, consultation,
and intervention services (AOTA, 2016). There is concern among educators and support
professionals that parents are not able to adequately meet these complex needs on their own
(Cheng, Tuchman & Wolf, 2016). Within traditional school contexts, there is much collaboration
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from multiple perspectives to provide the best approach and adapted learning environment for
students with disabilities.
The view of experts within the public-school context can create discrepancies between
parents' and educators' viewpoints related to what educational approach is best for a child. A
2012 research study compared the perspectives of parents who homeschooled children with
autism spectrum disorder (ASD) with special education teachers' perspectives of parents who
homeschool children with ASD (Hurlbutt, 2012). This study found that many parents express
goals that are different from the school systems' goals and are generally more concerned with
their children learning how to navigate life in the real world rather than achieving academic
success (Hurlbutt, 2012). The teachers and administrative staff in Olsens' (2008) study described
primarily negative perceptions of families choosing to homeschool their children with some
reported feelings of personal offense when parents removed their children from the school.
School administrators expressed frustration that parents chose to withdraw their child
from the school rather than working with the school to resolve problems (Olsen, 2008).
Education specialists were concerned "that without proper teacher training; parents would not be
successful in teaching their children through homeschooling" (Hurlbutt, 2012, p. 5). Hurlbutt's
(2012) study indicated that the special education teachers could not identify negative aspects of
the traditional school environment that could be challenging for students with ASD. Publicschool teachers and administrators also had great difficulty coming up with benefits that students
with disabilities could experience in a less restrictive, home-based learning environment
(Hurlbutt, 2012; Olsen, 2008). There was a wide range of perspectives on whether or not the
school district should provide ongoing support, monitoring, and resources to families who
choose to withdraw their child from special education in order to homeschool them (Hurlbutt,
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2012). More research is needed to increase the understanding of the needs of this population,
specifically related to children with disabilities who are homeschooled.
Parent’s Perspectives on Homeschooling a Child with Disabilities
There are many benefits associated with homeschooling, particularly homeschooling a
child with a disability. Homeschooling allows parents to adapt the environment, provide more
flexible lesson plans and schedules, and provide more individualized support and attention to
their child with a disability (Hurlbutt, 2011). Additional benefits of homeschooling include:
“greater parental involvement, strengthening of the family unit, opportunities for more natural
learning experiences, increased self-esteem in students with disabilities, increased
individualization and student-paced learning, and increased flexibility with family schedules”
(Cook et al., 2013, p. 101). However, there are also inherent challenges to homeschooling, which
are related to the financial and relational strain on the family, emphasizing the need for mutual
parental agreement and support in the decision to homeschool (Hurlbutt, 2011).
The majority of parents consider the education of their children - in its broadest sense, to
be part of their job description, while many homeschool parents take this a step further and fully
integrate a broad concept of education with home, school, and everyday life (Kunzman, 2009).
Parents are generally the most familiar with their child’s unique personality and learning style,
and this is an undeniable asset in their chosen role of homeschool teacher (Cheng et al., 2016).
Parents in Olsens’ (2008) study reported that they did not feel genuinely welcomed as
homeschool families to ask for support from their local school districts when homeschooling
children with learning disabilities. In some situations, it is reasonable that the least restrictive
environment for a particular child may be in their own home, especially depending on the
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environment of their local school and what resources and accommodations are available within
their district.
Social interaction skills mentioned throughout the literature as a concern for children who
are homeschooled, however, Hurlbutt (2011) found high parental satisfaction with the positive
social interactions they facilitate for their homeschooled children through various groups, sports,
service opportunities, church gatherings, music classes, and homeschool cooperatives. Parents in
this study described decreased concern over their child being bullied or not fitting in within the
context of a homeschool environment (Hurlbutt, 2011). Many families view homeschooling as a
way to protect children from negative social interactions.
Overview of OT Services for Children with Disabilities
Occupational Therapy (OT) is uniquely suited to assess and address the multi-faceted
needs of parents who are homeschooling children with disabilities. OT’s are trained to be skilled
and holistic practitioners who consider the client within the context of their family systems,
home environment, and culture as part of a multi-layered and evolving client profile (Stoffel &
Schleis, 2014). According to the OT practice framework (AOTA, 2014), context includes both
social and environmental considerations. Furthermore, best practice recommendations among
school-age children involve an OT approach centered on an inclusive philosophy of familycentered care, which takes the social and environmental context into consideration (Fingerhut et
al., 2013; Stoffel & Schleis, 2014). Because children are dependent upon their family system for
support, it is essential for services delivered to children to always include a holistic framework
that includes the family context as a whole.
According to the American Occupational Therapy Association (AOTA), family-centered
care is based on the understanding that the “consistent adults in a child’s life have the greatest
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influence on a child’s learning and development” and as such including the primary caregivers
throughout the service delivery process will result in optimal outcomes (Stoffel & Schleis, 2014,
p 2). Family-centered care is embedded in natural environments and is best suited to take place
in the home and within naturally occurring routines and co-occupations. Fingerhut et al. (2013)
explored how effectively family-centered practice was being implemented across the three most
common pediatric OT settings of home-based, clinic-based, and school-based therapy settings;
and found that home-based OT was the only practice area that was consistently integrated with
family centered principles. Due to the nature of the public-school environment and parents work
schedules, there are unique challenges for OT’s in this setting to effectively involve family
members in the child’s therapy.
In most traditional school settings, children with disabilities qualify for occupational
therapy (OT) as a related service, which is based on needs identified through the collaborative
development of an Individualized Education Plan (IEP) (AOTA, 2016). As a related service, OT
in school-based settings includes an extensive practice area which may include direct individual
services or indirect consultative services for teachers, parents, and the school as a whole (AOTA,
2019, Guidelines, 2017). Direct services are frequently delivered individually or within the
classroom and are focused on remediation or compensation of physical, behavioral, social,
emotional, and mental participation in the educational environment (Guidelines, 2017). Indirect
services are more consultative and may include recommendations, adaptations, accommodations,
and assistive technology for a whole school or classroom (Guidelines, 2017). According to
AOTA (2016), both direct and indirect OT school-based practice includes the following
domains: social skills, math, reading, writing, behavior management, recess, participation in
sports, self-help skills, pre-vocational/vocational opportunities, transportation, activity and
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environmental analysis, and assistive technology. The overall purpose of OT in schools is to
promote learning environments that are conducive to all students and to provide additional
supports for the related educational needs for students with disabilities.
Qualification Process for Children with Disabilities to Receive OT Services
Section 504 of the Rehabilitation Act of 1973 establishes the unequivocal right for all
children to access and participate in federally funded programs and activities. The Individuals
with Disabilities Education Act (IDEA) expanded upon this early legislation to include greater
detail regarding equal access to Free and Appropriate Public Education (FAPE) (IDEA, 2011).
These federally issued legislative acts informed the development of the Individualized Education
Plan (IEP) to ensure that each child is fully assessed and appropriately supported to receive a free
and appropriate public education within the least restrictive environment (U.S. Department of
Education, 2010). It is in promotion and support of least restrictive environments (LRE) that
OT’s scope of practice provides practical and relevant accommodations and services. Federal
regulations impose these requirements as a public school’s responsibility for “every child with a
disability who is in the school district’s jurisdiction, regardless of the nature or severity of the
person’s disability” (U.S Department of Education, 2010, para. 1). While each state within the
U.S. has the autonomy to interpret this legislation, it is a parent’s right to request
accommodations and seek services for their child to learn in the least restrictive environment.
Context of Traditional School Settings and Children with Disabilities
Although homeschooling lacks the societal inclusiveness that IDEA is based upon, it
does achieve unique individualization that is difficult to achieve in traditional school settings
(Cheng et al., 2016). Parents who have children with disabilities most frequently decide to
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homeschool because of a lack of satisfaction in the services their child received in public schools
or because they felt their child was not safe there due to bullying, stigma, or adverse interactions
(Cheng et al., 2016; Cook et al., 2013). Parent perceptions of school environments can be
challenging to capture and condense; nonetheless, parents play an essential role in giving
feedback about their child’s success that is not captured on educational assessments and test
results. Cheng et al. (2016), found that parents of a child with a disability prioritized educational
goals that included more holistic life skills, which suggests that different metrics are needed to
assess the growth and learning goals unique to special education. It is plausible to consider that
increases in daily life skills are reasonable educational goals for some students with disabilities.
Additionally, the public school environment itself poses challenges for students with
disabilities. Hurlbutt (2012) found that public schools can be a stressful place for students with
ASD as there are not many opportunities for them to think by themselves in a more quiet,
unstimulating environment. Social interactions among typical peers are frequently negative
experiences for kids who have ASD, and this population has significantly higher rates of being
bullied, which further perpetuates their experiences of isolation and rejection (Hurlbutt, 2012).
Additionally, the public-school environment is not designed to support specific areas of
passionate interest or self-calming behaviors that are essential for ASD self-regulation but are
distracting to other students (Hurlbutt, 2012). From this perspective, the public-school
environment itself can be a barrier to many students with ASD achieving their full potential.
Choosing to homeschool a child with a disability is a big decision for parents, and
initially, they often look to healthcare professionals for understanding and support (RippergerSuhler, 2016). However, results from numerous studies indicate a lack of understanding, support,
and collaboration between school districts and families who choose to homeschool (Cook et al.,
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2013; Hurlbutt, 2011; Hurlbutt, 2012; Olsen, 2008). There are many different perspectives on
how to provide the best education and where the optimal learning environment is for students
with disabilities, therefore more research is needed to develop collaborative models between
homeschools and public schools to provide the best outcomes for students with disabilities.
Opportunities for OT Among Homeschool Families
Parents need to be made aware of the services that are still available to them if they were
to remain enrolled in a school district, even on a part-time basis. Most states do not provide any
services or support to unenrolled students who live in their districts (Cook et al., 2013). There are
recent efforts in some states to encourage collaborative efforts between school districts and
homeschool families in order to create more beneficial outcomes for students with disabilities to
learn in the least restrictive environment (Cheng et al., 2016; Cook et al., 2013). One suggestion
to decrease children leaving traditional special education services is to increase accessibility for
part-time special education services (Cook et al., 2013). Creating and promoting collaborations
with families who homeschool could be an emerging practice area for school-based OT's. These
collaborations could strengthen the supports and resources for families who homeschool children
with disabilities while simultaneously enhancing the school districts' programming with
alternative activities and increased enrollment.
There are inherent challenges that all homeschool families face, including "making
curriculum decisions, managing finances, accessing special education services, facilitating
socialization opportunities, and finding connections with other parents for support" (Cook et al.,
2013, p 101). Additionally, there is a pervasive attitude of disregard for parents from public
school teachers and admin when children transition from public schools to homeschool, which
can become a barrier for these parents to seek help when they need it (Hurlbutt, 2012). Many of
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these challenges are within the OT scope of practice and need to be considered and addressed by
OT's who are working with families who homeschool.
This study will explore the lived experience of OT services among parents homeschooling a
child with a disability. It is the hope that the outcomes of the study will increase OT
practitioners' understanding of the perspectives, priorities, and experiences of families who
homeschool and thereby increase the depth and value of OT services to the homeschool
population.

Methodology
Research Design
The study used a phenomenological approach that focused on the lived experiences of the
participants relevant to the research questions. Phenomenology is a qualitative research approach
that was selected for this study because of its focus on describing "the common meaning for
several individuals of their lived experiences of a concept or a phenomenon" (Creswell, 2013 p.
76). This approach is designed to synthesize a group of individuals' experiences in order to
extract a universally applicable essence of a phenomenon. Through semi-structured interviews
with the individuals who have experienced the phenomenon in question, the researcher develops
an understanding of "what" they have experienced and "how" they have experienced it
(Creswell, 2013; Moustakas, 1994). The emphasis on this qualitative approach is on the
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experiences, perceptions, and context of the participants' lived experience of a particular
phenomenon.
The philosophical underpinnings of phenomenology are attributed to the German
philosopher, Edmund Husserl (1859-1938), whose goal was to approach a topic with suspended
judgment about knowledge of what is real until reality is discovered through the lived experience
of an individual (Creswell, 2013). Through suspended judgment, the researcher can more
objectively serve as a mediator between the different meanings of the groups' lived experiences
to discover the non-biased essence of the shared phenomenon.
To complement the phenomenological analysis, the researcher utilized a social
constructivist framework. Social constructivism emphasizes "understanding the world in which
people live and work" (Creswell, 2013, p. 24). Because no two people are the same, there is not
an identical shared experience of any phenomenon. Social constructivism promotes a subjective
meaning of people's experiences, which leads "the researcher to look for the complexity of views
rather than narrow the meanings into a few categories or ideas" (Creswell, 2013, p. 24). The
essence of social constructivism includes an understanding that individuals' views are shaped
based on their interactions with others through both historical and cultural norms.
Phenomenology and social constructivism were selected for this study as they both
emphasize reliance on the participants' views of their experiences and a deep exploration of
"what" and "how" their experiences have shaped them. According to Lala and Kinsella (2011),
the study of human occupations is aligned with a phenomenological approach because of the
deeper insights and dimensions that it brings to human activity and narrative. The impetus of
phenomenology on the first-hand accounts, real life experiences of individuals, and the necessity
of the researcher to set aside all presuppositions and assumptions is aligned with both OT
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practice and scientific inquiry (Lala & Kinsella, 2011). This study focused on exploring the firsthand experiences of parents, which also addressed their challenges and supports related to
accessing and utilizing OT services.
Population, Participants, and Sampling Technique
As this study included interviews with human subjects, IRB approval for this study was
obtained from St. Catherine University’s Institutional Review Board (IRB). The IRB approved
the study design, methods, data storage, and research questions. Each of the participants read and
signed an informed consent before their involvement in the interview process (Appendix B).
Recruitment efforts utilized a purposive criterion sampling strategy in which participants
were sought out within homeschool groups and selected based on whether or not they met the
inclusion criteria described on the flier (See Appendix C). Inclusion criteria included: male or
female parents (18 years or older), who have a child between ages of 5-21, with a known
diagnosis or disability, and have qualified for and utilized occupational therapy services from
either an outpatient clinic or the local school district.
The researcher sent an email template to facilitators of homeschool groups who had their
information available online (See Appendix D). Multiple Google searches were conducted to
find a variety of ideological and non-ideological homeschool groups to send the flier. Additional
groups and facilitators were known to the researcher through her network and emailed on an
individual basis. A total of 18 initial emails were sent to group facilitators, and 14 inquiries from
potential research participants were received. Some of the inquiries showed that the individual
did not meet the criteria, and others elected not to participate in the study. A total of five
participants met the inclusion criteria and agreed to move forward with the interview process. All
five participants were females, located throughout the upper Midwest. The recommended
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number of research participants in a phenomenological study is 5-25 (Cresswell, 2013). The
participants’ responses to the demographic survey are included in Table 1.
Table 1
Demographics of research participants
Category

Parent 1

Parent 2

Parent 3

Parent 4

Parent 5

Age

43

54

34

38

32

No. of children

3

4

5

2

4

Ages of children

5, 3, 1

17, 19, 22, 24

6, 4, 2,
18mo, 5mo

8, 5

11, 10, 9, 7

Years of
homeschool
experience

1

21

1

2

5

No. of children
receiving OT
services

1

1

4

2

2

Length of time
receiving OT

1.5 years

7 months

2 years

7 months

5 years

Additional
services and
therapies

PT

Speech, vision,
cognitive
skills, public
school
transition
program &
social skills

Speech, PT,
music
therapy,
social skills,
Individual
therapy

Social skills,
weekly virtual
check-in with
public school
SPED teacher

PT, speech,
behavioral /
play therapy,
vision
therapy

Race

White

White

White

White

White

Marital status

Married

Married

Married

Married

Married

Completed
education

Bachelor’s
degree

Bachelor’s
degree

Bachelor’s
degree

Bachelor’s
degree

Some
college, no
degree

Involvement in
support groups
(homeschool or
parenting a child
with disability)

N/A

2

N/A

2

N/A
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Interview Procedure
Once participants were identified, they were asked to select a date, time, and location
where they would feel most comfortable to meet with the researcher to conduct a recorded, inperson interview. Three participants invited the researcher into their home, and two participants
requested their interviews to take place via Skype. Prior to beginning the interview, each
participant read through and signed the informed consent with the researcher (See Appendix E).
A brief demographic survey was filled out by each participant (See Appendix F). The interview
consisted of 7 primary questions (See Appendix G) and took between 40 minutes and 100
minutes to complete based on the participants' experiences. Each participant was asked if they
would like to participate in "member checking" and review the themes that emerged from the
data; all of the participants were willing to participate in this additional process.
Immediately following the conclusion of the interview, each participant received a
$25.00 Amazon gift card as a "thank-you" gesture for sharing their time and experiences.
Following the interview, the researcher downloaded the audio recording and wrote down any
initial observations and thoughts. All of the paperwork was scanned in and added to each
participant's file, which was saved on a secure cloud database, which was only accessible by the
student researcher and the thesis advisor.
Data Analysis Procedure
A total of 5 hours and 38 minutes of interviews were recorded and transcribed verbatim
by the researcher using a web application called oTranscribe. Transcripts were then transferred
and saved to Nvivo for data analysis. Data analysis followed a simplified version of Moustaka's
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data analysis as delineated by Creswell and Poth (2017), which included the process of
bracketing, coding, categorizing, and describing.
Creswell (2013) emphasized an essential step for the researcher is to identify and bracket
their experiences and assumptions in order to more clearly represent the participants' viewpoints.
While it is impossible to remove oneself from a qualitative research study entirely, Creswell
(2013, 2017) stresses the importance of identifying personal experiences with the phenomenon
being studied so that biases can be set aside and focus can be given to the experiences of the
participants. Before interviewing participants, the researcher journaled about her prior
experiences as a student who was homeschooled, and identified her preconceived biases and
assumptions as well as her motivation and purpose in conducting this study.
As a homeschool alumnus and future occupational therapist, this research study was
personally meaningful and important to the researcher. The biases of the researcher included
some negative experiences growing up as a homeschool child, due to pervasive undiagnosed and
untreated mental illness within her family. Additionally, the researcher experienced a lack of
access to health and education professionals within their family's homeschool environment.
According to Creswell (2013), it is essential to acknowledge these biases not as a method to
forget the past, but rather to be able to set aside the past and become fully engaged in the present
experiences of the research participants. The role of a researcher in exploring any phenomenon
requires the establishment of trust and rapport with the participants. For this purpose, the
researcher found their experience of being a homeschool alumnus useful in the establishment of
trust and rapport with research participants.
Following the ongoing process of bracketing and setting aside personal experiences, all
of the transcribed interviews were downloaded into NVivo, and all lines were coded into
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significant statements. Each statement was considered to have equal worth, and the codes were
consolidated to result in nonrepetitive, nonoverlapping data (Creswell, 2013). Throughout the
coding process, personal interpretations, thoughts, and questions were recorded in the form of
memos. This process helped move the analysis from narrow units of 174 "significant statements"
(codes) to broader "meaning units," which formed into 14 categories. Categories were then
grouped based on commonalities, and all the codes within those groupings were re-analyzed until
five themes, and three subthemes emerged from the data. Descriptions of the essence of each
theme were then written and supported with verbatim quotes to clearly describe both "what" and
"how" the participants experienced in their process of accessing and utilizing OT services for
their child.
Data Triangulation
Throughout crucial points in the data analysis process, the researcher triangulated the
codes, categories, and themes with the thesis advisor. Once the themes and descriptions were
written, they were sent to all five research participants for member checking of the synthesized
data. Member checking at the end of data analysis accomplishes the purpose of exploring
whether or not the results resonate with the participants’ individual experiences (Birt et al.,
2016). Additionally, member checking also provided an opportunity to “test” the accuracy of
emerging theory and can create opportunities to enhance the data. The researcher heard back
from two of the participants who provided only positive and validating statements about the
results. One participant responded that they were too busy to provide feedback, and the other two
participants provided no response.
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Results
Findings of this study resulted in five themes which included: (1) you have a voice, (2) I
had to fight for it, (3) pieces of the puzzle, (4) does this work at home, and (5) help is out there.
Additionally, three subthemes were included as part of theme 3 “pieces of the puzzle”: Subtheme
1: Recognizing their child’s needs and differences, Subtheme 2: Navigating the system,
Subtheme 3: Exploring options.
Theme 1: You have a voice.
This theme illustrates elements of advocacy and resiliency that parents who homeschool a
child with disabilities possess. The parents who participated in the interviews shared about the
meaningful and overwhelming aspects of their parenting roles, the spectrum of concerns they
have for their child with disabilities, and the efforts they made to try again when initial attempts
to meet their child’s needs did not go as planned. Parents described a tension between efforts to
collaborate with education and healthcare professionals to meet their child’s deficits, while often
feeling a concerning disconnect between the appropriateness of accommodations for their child
in traditional school settings. The voice of the parents was often described in retrospect, as they
learned from one encounter to the next how to better advocate for their child’s needs.

Parent 3 “You have a voice, and you have um, you have input and you have rights you
know. So if you don't want certain aspects, if they come out and they say, "this is
everything we want to implement for your child" and you really like part A but you don't
like part B --you can say that, you know. You can say "I only want to implement this part,
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I'm not comfortable with this part". So, you are legally allowed to access certain parts
and not others if there is a part that makes you uncomfortable”

Parent 1 “You've gotta ask a lot of questions and you need to remember that you know
what's best for your child -they don't, they don't know your child and -but also to respect
their knowledge and respect their experience too.”

Parent 3 “I have to know --yeah, when to push, when to lay off, how to um, kind of how to
play nice --you know? I know you're working really hard, but if there's any way we can
make XYZ happen. How do we make XYZ happen? You know, I really see my son
struggling with this, and then kinda knowing yeah, how to approach people to get what
needs to happen in place.”

Another expression of the parents’ voice included their decisions of what kind of
educational environment would best support their child’s ability to learn. Two parents were not
originally planning to homeschool their child, but chose to out of concern for their child’s selfconcept and a desire to see their child’s innate strengths developed in a safe and supportive
environment. Three parents described their experiences with school IEP’s as being deficit-based
rather than strength-based. The parents described their perception of accommodations in the
public school setting as being either insufficient, inaccurate, or socially isolating.

Parent 5 “And I was saying, "well, but he does do this --he does say this. You're
evaluation is definitely not correct. Because these are --these are things that he does in
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front of other people." Like I was in there for all of the evals. This doesn't match my
child.”

Parent 3 “I didn't want the focus forever to be on his deficits. You know? And then he
goes through the whole "there's something wrong with me. I'm not good at this. I'm not
good at that. I'm struggling with this." And that's the message he is getting because
nobody is willing to focus on where he is good. You know? So, um, that's what ultimately
led us to homeschool. Um, first grade was --I don't really know what I'm doing, but I'm
not going to do any more harm to his self-esteem.”

Parent 3 “And so we feared if we put him in public school, maybe they would be
accommodating his special needs --but who was going to work with his strengths? You
know?”

Parent 3 “And the other thing that especially came up when we had to make the decision
after kindergarten was the bullying aspect. The fact that he is special needs, he is a bit
different, and we didn't --right now he thinks he's a pretty great kid and we didn't want
him to have to deal with other kids who may not think that about him.”

Other parents spoke about the discouraging and isolating elements of homeschooling a
child with a disability, which included the overwhelming responsibility of balancing daily care
for the home, education, and therapy. Two parents described experiences of being judged by
friends/acquaintances for their child’s behavior, which ultimately led them to speak up and
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advocate for their child and themselves. Additionally, all of the participants mentioned that there
was little support available to them specifically as parents who homeschool a child with
disabilities outside of social media or internet-based groups.

Parent 5 “Right? And so finally I said, "I'm done with this!" Everybody's telling me how
to parent my child, I know he's autistic. I don't have a diagnosis. This is ridiculous. I had
already tried to get help from the school district. Um, that was a colossal failure.”

Parent 4 “You know, we do critical thinking time and we do OT breaks and things like
that. It can feel overwhelming sometimes to try to incorporate that all into a day. And so,
that --that definitely is a struggle sometimes. And I don't feel like there's as much
support.”
Theme 2: I had to fight for it.
This theme spoke of the challenges, barriers, and frustrations faced by parents as they
attempted to obtain referrals, evaluations, and access services for their child with disabilities.
Parents faced challenges beginning with their concerns not being taken seriously by their
primary care provider, which delayed their ability to receive early intervention for their child.
Two parents had to persistently request a referral from their pediatrician, and one parent did not
obtain a referral to OT until a traumatic event signified that their child’s disability was
interfering in daily life. Parents expressed frustration that it took so long and was so difficult to
get a referral to OT for their child.
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Parent 4 “For the 8 year old, we knew that he had some sensory issues ever since he was
an infant basically. And it's something that we had brought up to his pediatrician a
number of times, and you know we just kept getting told by the pediatricians "oh he'll
outgrow it --he'll outgrow it. Don't worry, he'll outgrow it." And we kept saying, ehh its
kind of extreme though!”
Parent 3 “Unfortunately, my child has had yearly checkups since babyhood and they
never really uh, noticed or (sighed) or said 'you know we think she might have sensory
issues."

Parent 4 “Yeah --no one ever made mention of anything like that. Again, it took him
punching his friend, and by that point he was five-and-a-half. Um, but it took to that point
to get any kind of referral, because they said that it had to -it had to interfere with life.
Which we said --you know it is interfering though.”

One parent described their experience with primary care as a process of fighting:

Parent 5 “I had to fight for it. I had to tell them --I want a script for this. And I had to
justify it too. They didn't even sit there and say, "you know, the mom's somewhat
concerned --let's rule this out."

Parents described the challenges of working with public-school services and the process
of obtaining necessary evaluations, accommodations, and supports for a traditional school
setting. Two parents expressed low expectations of public school services, one of whom ended
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up being surprised by the benefits and supports available in their district when they did seek
them out for their child in high school. Three parents had hopeful expectations of getting
educational support for their children in elementary school only to discover that the
accommodations and opportunities for their child were minimal to non-existent in their district.

Parent 3 “It just would have been a constant fight with the public school to um, get him
through the day. And they may have been able to have the OT come in and provide a little
bit of help here or there, but they weren't going to give him direct OT minutes. Because
that was another thing that I asked was like "ok, if we put him in, you know, he only has
speech therapy and social skills but the kid can't sit still!" You know? The, the kid is
hiding under his desk, he's covering his ears --you know and, and their response was that
--well, his IEP hasn't come up yet.”

Parent 5 “I had failed with trying to get any type of help with the school district.”

Parent 3 “I had asked about occupational therapy and we were told that they don't really
do that in the schools. Um, I know that they do. But um their push was its indirect --I
think is what I was told.”

Parent 5 “I went in for the final IEP meeting. And they were saying that he had needs that
did NOT fit him. At all. They didn't match. Like --it wasn't-- like they were talking about
somebody else's child. The -the goals they had for him did not match.”
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Challenges faced in private OT clinical settings varied based on the location, resources,
typical clientele, and involvement of parents in therapy sessions and decisions. Three participants
lived in a large metro area and they described a variety of choices in OT clinics and practitioners
and could make changes as needed. However, the two participants living in more rural areas of
the Midwest described very few choices in clinics and long waiting lists. However, the biggest
challenge that was universally described by the participants was not being included or informed
in therapy sessions.

Parent 4 “The first time we went to OT --you know I wasn't involved in it at all. Like they
had me come and sit in the room because he didn't want to go without me. But there was
very little information that was given to me and there was very little that was explained to
me”

Parent 4 “I've noticed with a lot of services, the one --the one component I find missing a
lot I feel like is parents aren't always involved in the process. People want to provide
direct service to the kids --but I'm like, that's one hour a week. So the other one hundred
and sixty-seven hours a week ---(laughs) you know? One hour a week isn't going to cut it.
And so, I feel like its been so much more beneficial when service providers have wanted
to connect with me and explain to me what's going on and why its going on and what we
can do at home!”

Occupational Therapy and Homeschool

40

Three parents felt uncomfortable in private OT clinics due to older age of beginning
services, recommendations for expensive equipment, differences in spiritual sounding
terminology, and frequent changes with their child’s therapist without advance notice.

Parent 2 “Um, but maybe just without the ok -now we want you to rent this four hundred
dollar machine. Like --ok --get outa *facial grimace* --you know? So just a little
uncertainty there on her part and our part. It's just like --you know --cuz insurance didn't
cover that you know.”

Parent 1 “I went back to the OT and I told her 'you know we're just a little uncomfortable
with whatever this song is but it's called this 'witchdoctor' and we're just not comfortable
with that. Is there something else you could recommend in place of this?' And she was
totally accommodating. She was like, 'sure, yeah, yup, lets do this one instead, that's fine.'
And she didn't, I didn't - she didn't make me feel -weird or anything like that. She was
very respectful.”

Parent 5 “He's already a sensitive child, and he has anxiety --that's part of the reason
that he was there. And all of sudden its like boom and she walks away and he's like -what? And we go the next week and he still hadn't processed it. We lost multiple
therapists with him. And so I finally told them at the desk, I said "listen, put on my both of
my child's file --that if a therapist is going to be leaving for anything but emergencies --I
need to be told at least three weeks in advance so I can help them to start processing." So
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I've helped them to go out and buy her a candybar as a going away present --for that
closure.”

Parents who homeschool also faced additional, more personal challenges related to
responsibilities for additional children, lack of resources readily available, judgement from
others, and additional expenses.

Parent 5 “Childcare for something like this was a big bugger. That was rough.”

Parent 1 “It is hard when I have two other kids here at home.”

Parent 4 “But whereas being homeschooled --I don't have a library of supplies that we
can try.”

Parent 5 “I'd either have people saying "you need to spank him", or "oh, you're being too
hard on him, he's just a baby, leave him alone."
Theme three: Pieces of the Puzzle.
This theme describes the participants process of navigating the complex systems of
education and healthcare as parents who homeschool a child with a disability. Topics within this
data set relate to the parents’ process of learning about their child’s needs and differences,
exploring available services and resources, and navigating the systems from the homeschool
context. Each of these categories has many dimensions as each participants experience varied
greatly and will be discussed as subthemes.
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Subtheme 1: Recognizing their child’s needs and differences.
All the parents self-identified that the first piece of the puzzle was to learn about what
areas their child needed help with. For two parents this process was intuitive as they had the
benefit of prior knowledge and experiences with children of varying development who provided
a comparison for them and they were able to identify their child’s needs for support early on.

Parent 5 “I had known from the time that he was an infant --I knew that he was autistic.”

Parent 4 “I mean like I said, we had known that he had a lot of sensory issues since he
was an infant. And so it was just something I had looked into before because I knew it
was abnormal. Like you know, a kid who won't finger paint. Or you know who won't eat
messy foods with his hands. Or cries or screams at the thought of dirt getting on him.
Um, you know --that's not normal.”

Another parent was familiar with OT from their time in the NICU, and it was their NICU
care team who provided them with a direct referral for OT to address their child’s ongoing
sensory and motor issues.

Parent 1 “So it was the NICU team. I would not have known he needed it. I would have
probably known that he needed help but I wouldn't have really known where to go yet.”
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One parent was not fully aware of their oldest child’s differences until their second child
was 18 months and showing a similar developmental pattern to their first child, which helped
them realize that the challenges were bigger than they initially thought.

Parent 3 “Our second was 18 months and also not speaking, not pointing, kind of similar
things that we had seen. So we sought out help from the school district up here and they
kind of gave us a sheet about red flags for Autism. And um when we looked through the
list, we actually saw a lot of the red flags in our older child as well that we had not
known about previously. And so that's when we started seeking help for a diagnosis and
information.”

Another parent was not aware of any major issues related to their child’s development
until their child was 12 and safety became a significant concern. This parent described much of
their learning as retrospectively putting pieces of the puzzle together.

Parent 2 “She was about twelve - we just realized there are many pieces to this puzzle, its
not just cognitive. So then, um, there were social-emotional things, um, so anyway, in
talking with my sister who is a special ed teacher -she has her master's degree in special
education, um knowing my child pretty well and how intelligent she is in many ways - she
said "well you know, what you're doing at home seems to be working you know and she
suggested you know that you could have her evaluated -have evaluations at the public
school. At that time we weren't ready for that, but she did mention Occupational
Therapy.”
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Subtheme 2: Navigating the system.
The next piece of the puzzle that the parents described was to figure out where and who
to go to for help. The experiences were varied with some being positive and full of helpful
support, while other parents experienced frustrating barriers and failed attempts to obtain needed
help. One aspect of this process was learning what OT was about and how OT could help their
child. Four of the parents had no prior experience with OT and relied on recommendations from
others to seek help.

Parent 1 “Yeah, so if I recall, they wrote down the three areas of concern and told me
what to tell the folks (at the OT clinic) because I didn't know this world or this
language.”

Parent 2 “Occupational Therapy you know - my friend said look up this -she gave me
like a list of websites. The one who had the daughter with the sensory. She gave me
several websites, so I was just reading a lot about sensory. And realized OT seems to be
the um, method of choice for treating those.”

Parent 5 “I didn't understand what it was. I don't think a lot of people fully understand
what OT is and the kind of things that OT can help with. It is super broad. And I just - I
just had no idea. Um, I had no idea!”

Parent 4 “Um, well, when we first started thinking "mmm, there's something going on,
we need to do something" --we spoke with, it was actually a parent educator through our
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Early Childhood and Family Education Center um, because we had been involved in
ECFE and taken the boys to you know, the toddler classes and stuff like that.”

Some parents described their experiences of working with education and healthcare professionals
to access services as comparable to a “nightmare”, and a process that required a great deal of
persistence and advocacy to navigate.

Parent 4 “It was really kind of a nightmare. (laughs) Trying to get it through. But we
were doing it through the schools because we were also told by the pediatrician that that
would probably be the faster and easier route to go.”

Parent 2 “It was just shaky, because I was so new to it and I ask A LOT of detailed
questions. And I could have been overwhelming. I could have been.”

Parent 5 “This is ridiculous. I had already tried to get help from the school district. Um,
that was a colossal failure.”

Parent 5 “The school district told me that it wasn't a valid IEP though because there were
no direct services in the IEP he had. Everything was indirect.“

Parent 4 “Because the public school --when we were first trying to get him assessed -they were dragging their heels so much we had to get a disability advocate through a
non-profit organization involved”
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Four of the parents spoke about the benefits of utilizing available resources and services
as supplements for the homeschool context. The options parents had available varied based on
their state, county, and district programs. One parent utilized virtual public-school services from
another district to help offset educational costs and incorporate support from an IEP and special
education team.

Parent 4 “So VIBE is through a different school district in our state -- its "Virtual
Instruction By Excellence". And so essentially what it is --is, we get $800 per year to
purchase our curriculum and supplies and things like that. And he has to fill out one
worksheet per each of the four core subjects every other week --and that's it. So we can
still do whatever we want --we still homeschool whatever hours we want, whatever time
of day we want. Usually whatever curriculum we want. It's exactly like homeschooling
except they give us $800 dollars and we have to fill out some worksheets.”

Two parents obtained additional funding through county-based waivers for children with
disabilities to offset additional costs related to safety and occupational enrichment.

Parent 3 “And then just making sure we understand um, some of his funding that we get
cannot be used for school resources, you know. I can't - I can't purchase a laptop for him
to do school on, things like that. Um, I can't use it to pay a homeschooling co-op fee you
know. Because the education is still the responsibility of the parent or the school district.
But as long as you're not using the funding for that, but using it for needs to the disability
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then um, I would still want to seek it out because the benefits that we've had from that
have far outweighed any intrusiveness.”

Three parents were able to obtain private OT services through the benefits of their state
based medical insurance. All five parents reported higher value and better results from private
OT than school based OT.

Parent 3 “That's one of the reasons that I did not want to let go of those private services -cuz the school wasn't providing that. And I was like okay, I can have ideas, I can have
tips, but I still need somebody specialized to work with him one on one. Because, I don't
have the skillset, and I don't have the time. You know? To sit and spend thirty minutes
showing him how to tie his shoe and break it down like that. I need somebody else.”

Subtheme 3: Exploring options
The third piece of the puzzle that parents described was the process of learning what
works best for their child and their family. Three of the parents started with homeschooling, but
all three explored options in the public school for their child. The other two parents started their
child in traditional school settings, and then switched to homeschool based on their child’s needs.
Parents had a variety of experiences and expectations of the services available in their local
public schools.
Parent 4 “I've been super impressed. Within twenty minutes of filling out the application,
I got a phone call from the director of special education in that district to talk about his
IEP and what services and within a week we had an IEP meeting set up. And so we had a
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phone conference IEP meeting with one of the teachers and the director and their district
psychologist and OT and we got his IEP straightened out.”

Parent 1 “I'll add that he's going to start working with a public school OT. He goes to
preschool two mornings a week, it just started in January. And so, he will be working
with, he has an IEP in place and he'll be working with them starting in March. So I don't
have any experience with them yet. And it's only going to be like twice a month, it's so
minimal it's ridiculous. But we figured as long as he's there you can come and work with
him too. So we'll see how they are different, I don't know.”

Parent 3 “It wasn't long into the kindergarten school year and he was refusing to go to
school. He was crying, he was just begging not to go pretty much every morning. Um,
and then we were getting reports that he was hiding under the desk. You know? and
refusing to do his work, and he was not eating lunch in the lunch room because he was
saying it was too loud and things like that. Um, just really struggling with being able to
um, kind of move throughout the day.”

All of the parents expressed high value of the perspective and approach that OT provided
them with as parents to understand the puzzle pieces of their child’s unique personality. This
insight helped the parents discover more options and ideas to better support their children at
home.
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Parent 2 “Then the other categories start coming to life and you're like oh! those are all
pieces of the puzzle. So um, yeah...just the sensory part of it led us to OT.”

Parent 3 “So then it was working with the OT's and they kinda - they've kind of became a
good check-in for me as far as, um --this is a problem we are struggling with and is this
typical for a child with autism? Is this typical for a child with these kind of delays?”

Parent 3 “That's my normal, and so, having the OT's and the speech and you know the
therapists --but OT's --um, kinda be able to point out where they are behind and what
they should be able to do has been helpful to give me a little bit of perspective.”

Parent 4 “I have many times said like --ok why are we recommending that? Can you just
help me understand - you know things like that.”

Parent 3 “And so, some of the things that I didn't even think about as pertaining to
occupational therapy that um, has helped a lot has been things like planning and
executive functioning for him. He --if I didn't know that he legitimately had these gaps I
would be so frustrated as to like --why can you not get dressed? Just go get dressed! You
know? It's twenty minutes later and you're still in your pajamas -but understanding that
like, that actually is a skill-set to be able to figure out that is what I need to be able to do
in these steps and in this order and be able to stay on task with that --um is legitimately a
skill set that he does not have right now. Is like ok.”
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Theme 4: Does this work at home?
This theme describes a central perspective and value of parents who homeschool a child
with a disability. All of the participants talked about the benefits that OT has on their child’s
ability to function in daily life and how that directly transfers to homeschooling. Parents were
grateful for the practical help and consultation regarding specific challenges they faced in daily
life with their child. Additional benefits of OT that were specific to their homeschool context
included reductions in problematic behavior, their child learning new skills, the parent gaining a
new perspective on how to approach a task, modifying the environment, and having the
opportunity to celebrate developmental milestones and accomplishments.

Parent 4 “I mean there's been times where it doesn't feel sufficient, and then there's other
times where if there is a lot of communication with here's where you can try these things
at home this week --then it feels sufficient because you know, we need some time to try to
implement some of these things to see --does this work at home or not?”

Parent 5 “So, she started giving suggestions for things at home. Um, hey, if you're doing
such and such --some school related thing-- and he's struggling with that, let's bring in
this option or that option for him to do while you're doing the school thing. Because
again, I'm not a standard classroom. I don't have to keep one child quiet so that thirty
other children can pay attention. Right? It's just the four of us --the four kids and me. We
can, we can, --we can work around some of his needs. That's fine.”
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Over time, parents came to rely on and trust OT’s perspective and interventions. One
parent described the value of a professional evaluation as showing a perspective on the child’s
behavior that parents just can’t see for themselves. Another parent refused to miss OT even when
the weather was questionable because weekly OT made such a difference in their child’s ability
to function.

Parent 3 “I've been really pleased with um, what they found. And its just stuff that like -parents wouldn't see. Even now with my fourth having autism, still sometimes when they
get into evaluations --what therapists are able to see is so different than what parents are
able to see”

Parent 5 “It makes a demonstrable difference in his ability to handle life --for the entire
week. Um, so much so that we have deliberately driven in semi unsafe weather conditions
to get to therapy because it makes enough of a difference that kind of our --our rule is
that we don't miss therapy-- we don't miss OT. I will miss any other therapy and it doesn't
phase me -right? We will NOT miss OT. If at all possible. If it is at all semi-safe to get
there, we will get there.”

Parent 1 “So she's just been really fabulous. I really trust her opinion. Um, honestly I
look at her and our PT person as - I mean they are like life savers for me. When I have
questions I can just email them and ask what they think about something because they
know him so well now.”
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Parents appreciated practical support from OT that strengthens their efforts to provide a
safe place for their child to learn, and equips them with additional tools and resources
specifically to help their child’s success with ADL’s and IADL’s within the home context.

Parent 4 “Its been good just to get some ideas of other things I maybe haven't tried
before. Um, and that's been helpful and its been more specific to my child. It's not just
browsing the internet and then you know --shooting in the dark (laughs) to see what
works.”

Parent 3 “And so maybe a lot of that just happens to fall to OT, but it seems like when
I've been struggling with a lot of just getting through our day and life --they've been the
ones who've been able to circle back around and figure out --how do we break down this
day? How do we break down this activity? And figure out how to make it work for your
family. And so, they haven't just been working with the kids --but they've kinda been a
support to me. As far as --okay, what are you struggling with in your day? What are you
struggling with to implement at home and how do we make that part of your life work?”

There was very little direct attention to educational goals in therapy, but parents reported
seeing the transfer of gaining skills in self-regulation and daily functioning as indirectly
benefiting their child’s ability to attend to learning.
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Parent 5 “If he's able to be comfortable in his own skin because we're meeting the
sensory needs. Then he can go on and actually learn. That's kind of where we're going
with this.”

Parent 2 “But just getting -having more responsibility for herself helped in every area.
Cuz then, when she could complete a hygiene chart, well then she could complete a
school chart. More independently.”

Parents also reported gaining new approaches, skills, and environmental modifications to
address problematic behavior from their child’s OT.

Parent 5 “Yup, we're not trying to make him fit. As much as making his environment able
for him to survive in --and thrive in honestly.”

Theme 5: Help is out there
This theme describes the supportive elements of the participants experiences related to
accessing OT services, as well as their recommendations to occupational therapists to improve
services provided to parents who homeschool. Supportive elements included being included in
therapy sessions, and receiving referrals and advocacy support to obtain resources. Two parents
expressed that the most supportive element of OT was being welcomed and included in therapy
sessions.

Occupational Therapy and Homeschool

54

Parent 5 “I was welcomed. I was absolutely welcomed at the OT clinic. I've heard from
other moms, that that in --at other facilities that they have not encountered that. Um, but
no --I was absolutely welcomed in. All I said was: "hey, you know, I'm an over-protective
mom, and I just want to come on in with the therapies and I'll probably drop-in if I ever
do stop coming every week --I'll probably randomly drop in every now and then. Um, but
I want to know what's going on and I'd like to be able to replicate some of these therapies
at home if I can." Um, and they were all like --"sure, absolutely, go right ahead." It was
perfect. I was welcomed in very nicely.”

Parent 4 “she invited me in for the first couple sessions, and then --and then she
specifically asked like, you know --do you want to come in or should he just go by
himself? And I just told her --I would love to go with because I love being able to see
what you do so we can help support that at home um, you know to make OT more
effective.”

Part of the process was related to building rapport and trust between the parent, therapist,
and child. For some parents this meant it was really important to be present in all of the therapy
sessions until trust was established. For others it meant they needed to ask a lot of questions to
understand the approach and purpose of therapies before fully committing to an evaluation.

Parent 5 “They said, "ok great. You know, if you ever feel like you want to approach one
of the therapies or whatever --why don't you go ahead and reach back out to us, we're
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happy to help you, we're happy to answer your questions. Just reach back out when
you're ready."

Parent 5 “I no longer go into my child's speech therapy --because I'm now comfortable
with his therapists -right? I no longer need to go into his occupational therapy
appointments either. I'm perfectly comfortable with his therapists now.”

Additional supportive elements that parents experienced included receiving referrals to
local and state-based funding programs for families. Three of the participants utilized state based
insurance to cover the costs of their child’s therapy, and two participants benefited from county
funded programs to cover additional expenses related to safety and occupational enrichment.
One participant found a lot of support and advocacy assistance through a local advocacy center:

Parent 4 “Someone told me about ADVOCATE, and then ADVOCATE is the one who
really ---ADVOCATE is phenomenal. And they were really able to give me a lot of
information about, the laws and the regulations and what the schools should be doing.
What they shouldn't be doing (laughs). And ADVOCATE has just really been
invaluable.”

Parent 3 “As far as the county - the county stuff, um, they have been very respectful.
They know several families who homeschool because they are --their whole department is
dealing with um, kids with disabilities and a lot of kids with disabilities end up being
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homeschooled for very many reasons, you know. And so, a lot of them are used to seeing
the homeschooling.”

The most consistent recommendation was to increase awareness of what issues can be
addressed by OT and to increase awareness of available services and resources among the
homeschool community. The first step to accessing help is to know that help is available.

Parent 2 “So I think maybe just helping parents --helping homeschool parents --realize
that help is out there, um, there are things that occupational therapy and speech can can -if you need professional help --you know. And that they will even do an evaluation to
see if you need...professional help. They won't give it to you if you don't need it.”

Parent 5 “If people don't know --they don't know. You've got to put it out there.”

Parent 4 “I wish more parents and more people understood what OT was and all the
different areas that it could help with. Um, cuz I don't think a lot of people do.”

Additional recommendations included the importance of increasing awareness of what
kind of funding support is available for families who homeschool a child with a disability.

Parent 5 “Maybe its like we've always homeschooled, our family's always homeschooled
and so you don't even think about looking at other resources that are out there. And the
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public school's one, but like I said, obviously the county with um, a lot of the funding and
support is another and I wouldn't have even known where to look, you know?”

Parent 3 “I guess the only thing would be, um. If parents are, um, struggling with
accessibility is to maybe make sure that they know about the resources that are out there
that can help with it. Um, so it might be like -well we have to go the public school route
because my husband's insurance doesn't cover therapy, or they're only going to cover ten
therapy sessions. And its like, well if your child is disabled --get them through the "smart
process" which means um, it basically means they're certified disabled by the state and
they are guaranteed to have access to the state disability coverage -the M.A. Um, you
may have to pay a parent fee if you make too much money but they will always have
access to that. And then MA comes in and covers all of those therapies.”

Recommendations to improve OT service delivery within the homeschool community
included suggestions such as having an open house or a tour of an OT clinic, and arranging some
kind of lending library where parents could check out and trial various tools and resources before
purchasing.

Parent 2 “You know, the websites were good. I think just uh, maybe even a tour? I don't
if --well, you know -when we went in for the evaluation she probably showed us around a
little bit. But um...so I would say maybe a tour. Letting you know --this is some of what
are kids work on. It would turn out to be really general cuz they don't know the results
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yet. But maybe a tour after the evaluation would have helped? Cuz you know, we didn't
really know.”
Parent 4 “Yeah, I think definitely a lot more you know, just communication of what could
be done at home and also um, you know it'd be awesome if you know ---oh! so the OT-when we were discussing the handwriting thing, she actually went to the supply closet
and she pulled out the books for "handwriting without tears" and she sent me home with
them to check them out --to look through them, not to use them --I had to return them, but
you know to look through it before we committed to buying something like that. And it
would be phenomenal if --because you know school districts have more resources and
they have some - they have some of the like, the wiggle cushions or the special seats or
things like that already that they've used with other students. And so they can try those
things out easily. But whereas being homeschooled --I don't have a library of supplies
that we can try. And I don't even necessarily know all of those things --and so, more
communication about some of those assistive --I don't know if you'd consider them
assistive devices-- you know, essentially. Um, but more information about some of those
that are available and even if there was --oh my god if there was like some kind of
lending library.”

The most consistent recommendation among all participants was related to including
parents into therapy more consistently.

Parent 4 “I've noticed with a lot of services, the one --the one component I find missing a
lot I feel like is parents aren't always involved in the process. People want to provide
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direct service to the kids --but I'm like, that's one hour a week. So the other one hundred
and sixty-seven hours a week ---(laughs) you know? One hour a week isn't going to cut it.
And so, I feel like its been so much more beneficial when service providers have wanted
to connect with me and explain to me what's going on and why its going on and what we
can do at home! And really, instead of just being an hour of direct service and that's it -maybe a half hour direct service, and then a half hour of "here's what we're doing, here's
why we're doing it, here's how you can continue some of this at home to keep this work
up." Because that's how change is going to happen. It's not going to happen in an hour a
week.”
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Discussion
The purpose of this study was to discover how parents who homeschool a child with a
disability access and utilize occupational therapy services. Through a phenomenological
framework with a social constructivist lens, the researcher explored the supports and barriers that
parents who homeschool a child with a disability experienced throughout their processes of
obtaining and utilizing occupational therapy services.
The first research question focused on understanding how parents learn that their child
needs help, how they found out about occupational therapy services, and their process
of accessing those services for their child. The second research question focused on learning how
parents transfer occupational therapy to the homeschool environment, the impact of OT in their
daily lives, and exploring options of how OT could improve services to this population. Both
questions explored the barriers and supports related to access and utilization of OT services.
Accessibility of Occupational Therapy Services
This section will discuss how the participants learned that their child needed help, how
they found out about occupational therapy services, and their process of obtaining school-based
and outpatient OT services for their child.
Learning that their child needs help
The first issue related to accessibility that emerged from participant interviews was the
process of learning that their child needs professional help, which was a subtheme of theme three
"pieces of the puzzle." Two of the parents described an intuitive knowledge that something was
developmentally different about their child since infancy; however, their concerns were not taken
seriously by their primary care provider (PCP), and they did not receive referrals until their child
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was older and displaying significant delays. Another parent was not aware of their oldest child's
needs until their second child was born and provided a comparison. In contrast, one parent did
not realize the extent of their child's challenges until she was twelve years old, and safety in the
community became a significant concern. The parent who had the most positive experience with
learning about their child's need for OT services was one who received regular check-ins from
their Neonatal Intensive Care Unit (NICU) team. All of the parents described a similar process of
learning to identify and articulate their child's needs and use their voice to advocate for their
child to obtain the necessary services.
Before a parent can access services, they first have to know what the developmental
concerns are. Parents frequently rely on their primary care providers (PCP) to assess and provide
them with feedback on what is typical and nontypical for their young child. It was surprising to
hear the difficulty that some of the participants experienced in having their concerns validated by
their PCP's. However, when compared with the literature, it becomes evident that this
phenomenon is pervasive among the general population and is not unique to families who
homeschooled a child with a disability. Silverstein et al. (2006) surveyed a random sample of
pediatricians in the U.S. regarding the frequency of referrals to early intervention services. They
found a lack of effective screening processes in place for practitioners in primary care settings to
identify developmental delays that do not have a medical or diagnostic component (Silverstein et
al., 2006). Children with established medical conditions (including premature birth) are more
likely to receive a referral and information about developmental delays than children without a
diagnosis or pre-existing condition (Silverstein et al., 2006). PCP's may not be aware of signs of
developmental delay or the multitude of sensory, motor, and daily life issues that could warrant a
prompt referral to OT and early intervention.
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The experiences of participants in this study are consistent with the literature for the general
population, as only the parent with the child in the NICU received a prompt referral to OT.
Regardless, the pervasive lack of awareness about non-medical developmental delays and timely
referrals to early intervention services from PCP's is a concerning issue.
There is extensive literature describing the benefit of early intervention services for
children ages 0-3 (Blann, 2005; King et al., 2010; Silverstein et al., 2006). However, the majority
of pediatricians consider the establishment of a diagnosis as an essential criterion before
referring a child to early intervention services (Silverstein et al., 2006). King et al. (2010) found
that only 61% of children who failed initial developmental screenings in pediatric clinics were
referred to specialists or early intervention. Evidence from other studies also shows that there is
chronic under-referral to early intervention (EI) programs from the PCP setting, "with less than
30% of children with disabilities receiving EI services prior to school entrance" (Silverstein et
al., 2006, p. 105). This evidence may explain part of the parents' challenge of receiving a lack of
information about OT from their PCP since only one participant had a child born with a preexisting condition (micro-preemie) that indicated the need for a referral.
Specific to the homeschool population, the results of this research show that it is
important to consider that some parents who homeschool may not be aware or concerned about
developmental differences until their child is much older (12+) or displaying significant
challenges in the community. Without the benefits of peer comparison and multiple teacher
observations in a public-school setting, a child who is homeschooled may take longer to identify
as having a developmental or learning disability. One recommendation from the participants was
to increase awareness among families who homeschool about behaviors that indicate a need for
professional help. One parent stated that their only regret was that they did not start OT earlier.
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Finding out about OT
The second issue related to the accessibility of OT services is the participants' process of
finding out that OT could help their child with a disability, as illustrated in theme two: "I had to
fight for it." Only one of the participants received a direct referral to OT, which was related to
their child's time in the NICU and included in their child's discharge plan. The other four parents
described a circuitous process of learning what OT was and how it could help their child through
talking with family or friends, googling their child's challenging behavior, and self-learning
through books, blogs, and social media groups. Besides the parent who had support from the
NICU team, none of the parents learned about OT from their PCP. Two of the participants did
receive late referrals for early intervention services, but the initial referrals only included speech
therapy and not OT. To access OT services, parents had to specifically identify, justify, and
request referrals to outpatient OT clinics in their area. One parent described this part of their
process as "fighting for it."
According to current research in the emerging practice of OT within the primary care
setting, there is immense opportunity for OT to improve the outcomes for patients in all primary
care settings, and particularly to aid in identification of need for early intervention in pediatric
settings (Halle, Mroz, Fogelberg, & Leland, 2018; Jordan, 2019). However, there is evidence to
suggest that OT is the least likely healthcare profession to be understood by most physicians
(Halle et al., 2018). The current lack of integration in primary care settings impacts the
accessibility to OT services.
Ongoing advocacy is essential to increase awareness and enhance consumer's access to
OT (Jordan, 2019). One of the necessary components of increasing awareness and accessibility is
for OT practitioners to provide more education to PCP's and other health care professionals
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about the scope of OT practice and the benefits of a more comprehensive primary care approach
(Halle et al., 2018). This evidence confirms the participants' experiences that increased
awareness about OT is an essential first step to reducing the barriers of accessing services. The
participants' experiences support the ongoing efforts of OT practitioners to advocate for an
increased presence on the front lines of pediatric health care.
Process of obtaining OT services in school and clinic
The last issue related to accessibility that emerged from the data describes the
parents' process of obtaining OT services in both school-based settings and out-patient clinics.
This process is described in the subthemes "navigating the system" and "exploring options"
under the third theme "pieces of the puzzle." Once parents became aware of their child's needs,
learned about OT, and subsequently obtained a referral for OT, the last hurdle of accessing
services was related to the quantity and quality of options available within their geographic
location. Participants living in more rural areas described fewer options of out-patient OT clinics,
OT therapists, and long waiting lists. One parent in a rural area was on a waiting list for outpatient OT services for nine months.
Additionally, all five participants went through the process of developing an
individualized education plan (IEP) with their local public school district. However, when they
attempted to access school-based OT services through their IEP, they were most frequently told
that OT in their district was "in-direct" or "consultative" or that their child did not meet the
criteria. Only the child with the pre-established medical condition qualified for direct OT
services through the school district.
According to the guidelines established by the American Association of Occupational
Therapy (AJOT, 2017) OT's role in EI and the school district include participating in child
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evaluation and IEP planning and advocating for their services to be provided in alignment with
federal legislation included in the Individuals with Disabilities Education Act (IDEA).
Additionally, the guidelines issued by AOTA require service delivery to occur in the child's most
natural (Part C of IDEA) and least restrictive (Part B of IDEA) environment in order to enhance
the child's benefit from education. The role of OT's in the school district is to provide direct
service to students through interventions and supports, and indirect services via consultation to
teachers to enhance participation of the child in education-based routines and activities which
may include recommendations for assistive technology and environmental modifications (AJOT,
2017). Based on this information, it is curious that the participants in this study experienced such
great difficulty in obtaining school-based occupational therapy services for their children with
developmental disabilities.
An argument could be made that depending on the resources and accommodations
available within a local school, for some children, the least restrictive environment is their home.
Therefore, children schooled at home should be eligible for the same government-funded
services that are mandated in IDEA. In order for a free and appropriate public education to be
available for all, it must be acknowledged that not all children will be able to learn well in a
typical public-school environment regardless of how many accommodations or modifications are
made. Additionally, as the parent is the child's primary teacher in the homeschool setting, it
could be reasonable for the parent to request consultative OT and special education services to
support their efforts to educate their child within their least restrictive environment.
One participant in this study identified this as one of their primary motivations to
homeschool their child while continuing to access resources through the public school. Through
the assistance of a regional advocacy group, this parent was connected with special education
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services from a school district located in a different region of their state, but accessible because
these services were available via an online, virtual format. These services included direct OT
consultation for the parent (considered "in-direct" for the child) in addition to weekly check-ins
with a special education teacher. This parent described a long process of obtaining the schoolbased services and OT support that was needed for their child. The process was worth it, as this
parent is now very satisfied with the hybrid format of their collaboration with special education
services through a public school while continuing to homeschool within the context of their
child's least restrictive environment.
Utilization of Occupational Therapy Services
To explore issues related to utilization of occupational therapy services by parents who
homeschool a child with a disability, this section will discuss how parents transfer occupational
therapy to the homeschool environment and the impact of OT in their daily life. The themes that
inform this section include theme one “you have a voice,” theme four “does this work at home?”
and theme 5 “help is out there.”
Transfer of OT to the homeschool environment
One of the findings that emerged from this study was that parents who homeschooled
were keenly interested in transferring OT to their home environment, which is reflected in theme
four "does this work at home?" All of the participants described a desire to be included in OT
sessions with their child so that they could learn from the therapist's approach and learn how to
be consistent with transferring the interventions to their home. Parents reported feeling included
in their child's therapy to varying degrees, depending on their occupational therapist. One parent
made a strong point that unless parents are involved and understand how to transfer interventions
at home, therapy will result in little to no impact with only 30-60 minutes per week.
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Parent 4 "I've noticed with a lot of services, the one --the one component I find missing a
lot I feel like is parents aren't always involved in the process. People want to provide direct
service to the kids --but I'm like, that's one hour a week. So the other one hundred and sixtyseven hours a week ---(laughs) you know? One hour a week isn't going to cut it. And so, I feel
like it's been so much more beneficial when service providers have wanted to connect with me
and explain to me what's going on and why it's going on and what we can do at home! And
really, instead of just being an hour of direct service and that's it --maybe a half-hour direct
service, and then a half-hour of "here's what we're doing, here's why we're doing it, here's how
you can continue some of this at home to keep this work up." Because that's how change is going
to happen. It's not going to happen in an hour a week."

The importance of parental involvement in pediatric OT is well established in the
literature. In pediatric settings, OT assessments and interventions are intended to be carried out
in a framework of "family-centered practice" which ideally considers the social, cultural, and
environmental context of the child and always requires the involvement of the parent (DeGrace,
2003; Fingerhut et al., 2013). The critical aspects of family-centered practice include: supporting
and strengthening the families functioning as a whole, tailoring interventions to match the unique
characteristics of the family, and viewing parents as essential team members who know their
children best (Fingerhut et al., 2013). DeGrace (2003) suggests furthering this framework to
include not just the activities of the family but also to consider the quality of interactions and
their ability to fully be together as a critical aspect of the family occupation. Fingerhut et al.
(2013) conducted a survey of OT practitioners about the implementation of family-centered
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practice. They found many challenges of including parents in therapy, including the timing of
service delivery, caseload, and parents' lack of interest (Fingerhut et al., 2013). According to
survey results, these issues were especially challenging in schools and outpatient clinics
(Fingerhut et al., 2013). Another challenge of family-centered service delivery is the fact that
many interventions and billing procedures are reimbursed based on the individuals'
accomplishments and not the improvement of the family as a whole (DeGrace, 2003). It is
reasonable to conclude that the most natural environment for family-centered practice to occur is
within the home setting.
Three of the participants explicitly stated that they did not experience satisfactory
inclusion in therapy sessions, showing a disparity between their experience with OT and the
pediatric OT framework of family-centered practice. One of the recommendations from this
study is to challenge pediatric OT practitioners to more consistently utilize family-centered
practice, especially when working with parents who homeschool a child with a disability where
the family and home environment are the major aspects of that child's life. A home visit would
be ideal, but at minimum, including parents who homeschool into OT sessions is critical for their
ability to transfer therapy to their homeschool environment.
The impact of OT on daily life
All of the participants described OT as having a substantial positive impact on their
child's ability to function in daily life. Participants sought therapy for a variety of reasons,
including sensory regulation, daily routines, skills such as shoe-tying, transitions between tasks,
challenging behaviors, hygiene, and increased safety and social awareness. One of the parents
stated that OT was a catch-all for the challenges in their daily life, and another parent stated that
OT was the single most impactful therapy their child received. All of the participants expressed
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more value in OT's focus on daily functioning than improvement in education. All of the parents
shared similar viewpoints that educational goals for their child were their responsibility as a
homeschool parent. However, they needed OT to help teach them and their children new
approaches so that their children could learn more efficiently. In this way, parents described an
indirect benefit of OT to their child's homeschool education. Only one participant described
intentional consideration of their homeschool educational goals from their clinic-based OT, and
only one participant received additional consultation from a school-based OT for support directly
related to their child's educational goals.
The scope of school-based OT's currently has a narrow focus on supporting children's
roles as students and their ability to function within school environments and accomplish
educational based tasks and activities (AOTA, 2019). According to AOTA (2019), OT's in this
setting can work with parents directly to address a student's needs. Additionally, OT's can
provide direct, one-on-one services to a student either in their classroom or pulled out for
individual interventions. However, it is also common for school-based OT's to provide in-direct
services to a school and students via consultation with teachers, providing recommendations,
resources, and assistive technology (AOTA, 2019). The application of OT in school-based
practice varies widely and largely depends on the resources and funding available within the
school district.
Participants in this study described improvements in their child's ability to function in
daily life as the most valued impact of OT. However, it is interesting to observe an overall lack
of inquiry or engagement from their OT's related to the primary childhood role of being a
student. More research is needed to determine if parents who homeschooled a child with a
disability would like more support in the area of education. High school students, in particular,
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may need additional supports to access jobs and independent living resources through public
school transition programs. Although school-based practitioners are currently managing full
caseloads, there is an opportunity for OT's in this setting to expand their practice. Expansion of
services could include in-home consultations to parents who homeschool a child with a disability
and provide ongoing indirect services to help that child succeed in the least restrictive
environment and access resources that are available to them within their district.
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Limitations and Strengths
Limitations of this study include a small sample size (5) and the fact that all of the
participants were female, Caucasian, married, stay-at-home parents, in the upper Midwest region,
with at least some college education. An increase in sample size would hopefully help diversify
the participants and make the results more generalizable to the broader population. Since every
state has different regulations on homeschooling and different service options through early
intervention and the school district, the results would be more generalizable if all participants
were from different regions of the U.S.
The use of phenomenology was a strength of this study as the participants' experiences
are described in their own words and synthesized to result in a shared essence. The researcher's
experience as a homeschool alumnus was an asset in being able to develop rapport with the
research participants quickly. Another strength of this study was providing both in-person and
virtual interview options. Three participants invited the researcher into their home, and two
participants requested interviews via Skype. The researcher found that Skype interviews helped
the participants feel more relaxed and produced richer data than the interviews that took place
inside the participants' homes. The in-home interviews began with the participants making
remarks about feeling anxious about the appearance of their home, and the researcher needed to
provide them with understanding reassurance that she was not there to inspect their home. In
contrast, the participants who elected to participate via Skype were much more relaxed and at
ease throughout the interview process.
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Recommendations
Since this was a pilot study, and there is no existing literature on OT’s role among the
homeschool population, additional research is warranted and necessary to understand the
challenges and supports that this increasing population faces when seeking services.
Recommendations for future studies include: exploring OT practitioners’ perceptions and
experiences of working with families who homeschool, specifically looking into the transition
needs for adolescents with a disability who are homeschooled, and expansion upon this initial
study of exploring the lived experiences of parents who homeschool a child with a disability.
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Conclusion

It is critical for pediatric OT practitioners in early intervention, school-based practice, and
out-patient clinics to understand that no two families who homeschool are the same and to set
aside any preconceived assumptions or biases when working with a family who homeschools. As
evidenced in the literature review, homeschool families cover a broad spectrum of values,
beliefs, and practices. Homeschool families are equally deserving of being treated with dignity
and respect as they seek to educate their child(ren) in the least restrictive environment. As
reflected in the experiences of the participants in this study, some parents choose to homeschool
because of religious beliefs, while others are homeschooling for a season because the traditional
school setting was not a good fit for their child. Regardless of their reasons, parents who
homeschool face additional responsibilities to the typical role of parenting, and it is vital to
consider the context of their social and environmental supports when providing assessments and
interventions to this population.
There is room for significant improvement in the relationships between public schools
and the families who homeschool, with special care and attention for families who homeschool a
child with a disability so that they can have access to the support and resources they are entitled
to under federal regulations. There are numerous opportunities for OT to advocate for
homeschool families within their districts and to promote more inclusive access to special
education services and resources.
Overall, the participants in this study expressed high satisfaction with their experiences
with OT. There were many challenges that they had to overcome to access services, which
included learning about their children’s differences and what kind of help was available.
Additionally, parents often did not have the support of their primary care provider throughout
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this process. However, once they obtained OT services, the participants described OT as making
a substantial positive impact on their child’s ability to function in daily life, which indirectly led
to their success in education-related tasks. All of the participants emphasized the importance of
being able to learn from their child’s OT and gained helpful perspectives, skills, and resources
when collaborations were intentional. In order to make collaborations with parents who
homeschool a child with a disability more effective, OT needs to advocate for more inclusion in
pediatric primary care settings, emphasize family-centered care in all settings and strive to
intentionally engage parents throughout the therapy process.
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Appendix A: Types of Homeschooling Groups
Religious Homeschool Groups: Ideological focus
•

•
•
•
•

•
•

Catholic Home Educators (educational-approaches) various support groups available
including:
o Hybrid private/home school options offering class days for 2-3 days per week
(http://www.rcahybrid.org)
o Online/Co-op hybrid options depending on where you live:
(http://www.scholarosa.com)
Lutheran Home Educators (Consortium for Classical Lutheran Education:
http://www.ccle.org/home-base/)
Mormon Home Educators (National Homeschool Association for Latter Day Saints
http://www.lds-nha.org)
Jehovah’s Witness Home Educators (Friends Inspiring Real Education
https://www.homeschool-life.com/md/fire/)
Jewish Home Educators (https://homeschoolingtorah.com) (Another Messianic Jewish
group offers support and community through an exclusive facebook group:
https://www.facebook.com/groups/messianichomeschoolers/)
Islamic Homeschool Groups (http://www.muslimhomeschoolnetwork.com, along with
many exclusive facebook groups for support and community)
Evangelical Christian Home Educators are varied, frequently offering smaller,
geographical based groups with diverse values and and beliefs shared among group
members. A centralized organization for these groups is the Homeschool Legal Defense
Association which lobbies for pro-homeschool legislation nationwide.
https://www.homeschool-life.com/md/fire/
o Classical Conversations is a conservative subgroup of evangelical christian home
educators offering a complete curriculum guide and online community
(https://www.classicalconversations.com)
o Advanced Training Institute provides a religious curriculum focused on character
formation and fundamental Christian ideals centered around a patriarchal value
system (https://atii.org)
o Christian Families Homeschooling Children with Special Needs
(http://www.nathhan.com and http://www.spedhomeschool.com/p/about-us.html)
o Christian Military Homeschoolers (https://www.homeschool-life.com/808/signup)

Secular Homeschool Groups: Pedagogical Focus
•
•
•

National Black Home Educators, offering support and community for black families who
homeschool (http://www.nbhe.net)
Wild + Free Homeschool Network and support group. Female led organization and
focused on nature and experiential learning (https://www.bewildandfree.org/about)
Unschooling - varied applications exist based on teachings promoting
unschooling by John Holt. The focus of this type of homeschool environment is on
individual happiness and engagement in any occupation of the student’s choosing.
Emphasis on natural learning with no formal education plan or strategy.
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(http://www.pbs.org/parents/education/homeschooling/unschooling-101/)Homeschool
Association for Military Families (http://www.hsamf.org) The Department of State
provides a provisional allowance for service members deployed overseas who choose to
educate their children at home (U.S. Department of State, 2018).
Global Village School; an accredited and progressive online homeschool curriculum for
K-12 centered around philosophies of peace, justice, and diversity
(https://www.globalvillageschool.org)
Waldorf homeschool method: focus on creativity, exploration, and nature
https://www.homeschool.com/homeschooling-approaches-the-waldorf-method/
Charlotte Mason method: focus on educating the whole person and creating learning-rich
environments https://simplycharlottemason.com/what-is-the-charlotte-mason-method/
Montessori method: engaging the mind and body through everyday learning and
interactions with people http://www.montessori.edu/homeschooling.html
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Appendix B: IRB Informed Consent
Informed Consent for a Research Study
Study Title: Accessibility and utilization of Occupational Therapy services among
parents who homeschool their child with disabilities.
Researcher(s):
Ruth Chase, OTS
Dr. Paula Rabaey, Ph. D., OTR/L
You are invited to participate in a research study. This study is called “Accessibility and
utilization of Occupational Therapy services among parents who homeschool their child
with disabilities”. The study is being done by Ruth Chase, a Master’s student in the
Occupational Therapy Program at St. Catherine University in St. Paul, MN. The faculty
advisor for this study is Dr. Paula Rabaey, Ph. D., OTR/L at St. Catherine University.
The purpose of this study is to explore the experiences of parents who homeschool a
child with disabilities and receive or have recently received occupational therapy
services for that child. This study is important because OT practitioners need to be
better informed on the unique experiences and challenges of parents who homeschool
a child with disabilities so that interventions can be most effective. Approximately 3-5
people are expected to participate in this research. Below, you will find answers to the
most commonly asked questions about participating in a research study. Please read
this entire document and ask questions you have before you agree to be in the study.
Why have I been asked to be in this study?
You have been chosen because you:
• Homeschool a child age five or older with a disability
•

AND
Receive or have recently received occupational therapy services (within the last
3 years) for this child

If I decide to participate, what will I be asked to do?
If you meet the criteria and agree to be in this study, you will be asked to do these
things:
• Schedule an in-person interview in a confidential space wherever you feel most
comfortable
• Complete a brief demographic survey (10 minutes)
• Participate in an in-person interview answering questions pertaining to the
process of accessing and utilizing occupational therapy services for your child.
(60-90 minutes)
• Have the option to participate in reviewing and providing feedback on the themes
that emerge from the study, this process will be further explained after the initial
interview.
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In total, this study will take approximately 2 hours within one session.
What if I decide I don’t want to be in this study?
Participation in this study is completely voluntary. If you decide you do not want to
participate in this study, please feel free to say so, and do not sign this form. If you
decide to participate in this study, but later change your mind and want to withdraw,
simply notify Ruth Chase and you will be removed immediately. Additionally, you may
stop the interview at any time and you may skip any questions that you do not want to
answer. You do not have answer all of the questions in order to receive the $25.00 gift
card. Your decision of whether or not to participate will have no negative or positive
impact on your relationship with St. Catherine University, nor with any of the students or
faculty involved in the research.
What are the risks (dangers or harms) to me if I am in this study?
Risks due to participation in this research study are unlikely. Potential for harm is limited
to psychological risk related to the interview process and the potential for probing of
personal or sensitive information. If at any time the interview process feels
overwhelming the participant may withdraw from the study or decline answering any
question that they are uncomfortable with.
What are the benefits (good things) that may happen if I am in this study?
There are no direct benefits.
Will I receive any compensation for participating in this study?
You will receive a $25.00 Amazon gift card as a thank-you for your time and contribution
What will you do with the information you get from me and how will you protect
my privacy?
The information that you provide in this study will be recorded and transcribed. Upon
transcription, your name will be given a pseudonym, and the original recording will be
stored on a secure and encrypted cloud system through St. Catherine University. Each
participant will have a unique pseudonym and electronic file stored inside the encrypted
cloud, with password access only available to the primary researcher (Ruth Chase) and
her advisor (Dr. Paula Rabaey). All audio recordings and identifying information will be
destroyed by December 31, 2024.
Any information that you provide will be kept confidential, which means that you will not
be identified or identifiable in the any written reports or publications. If it becomes
useful to disclose any of your information, we will seek your permission and tell you the
persons or agencies to whom the information will be furnished, the nature of the
information to be furnished, and the purpose of the disclosure; you will have the right to
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grant or deny permission for this to happen. If you do not grant permission, the
information will remain confidential and will not be released.
Are there possible changes to the study once it gets started?
If during the course of this research study we learn about new findings that might
influence your willingness to continue participating in the study, we will inform you of
these findings.
How can I get more information?
If you have any questions, you can ask them before you sign this form. You can also
feel free to contact the faculty advisor: Dr. Paula Rabaey, Ph. D., OTR/L at
parabaey@stkate.edu. If you have other questions or concerns regarding the study and
would like to talk to someone other than the researcher(s), you may also contact Dr.
John Schmitt, Chair of the St. Catherine University Institutional Review Board, at (651)
690-7739 or jsschmitt@stkate.edu.
You may keep a copy of this form for your records.
Statement of Consent:
I consent to participate in the study and agree to be audiotaped.
My signature indicates that I have read this information and my questions have been
answered. I also know that even after signing this form, I may withdraw from the study
by informing the researcher(s).
______________________________________________________________________
Signature of Participant
Date

______________________________________________________________________
Signature of Parent, Legal Guardian, or Witness
Date
(if applicable, otherwise delete this line)
______________________________________________________________________
Signature of Researcher
Date
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Appendix C: Recruitment Flier

Master of Arts in Occupational Therapy Program

PARTICIPANTS NEEDED
For research on the accessibility of Occupational Therapy services
• DO YOU HOMESCHOOL A CHILD AGE 5 OR OLDER WITH A
DISABILITY?
• HAS YOUR CHILD RECEIVED OT SERVICES WITHIN THE PAST
3 YEARS?
We are looking for volunteers to take part in a study exploring the experiences of
parents who homeschool a child with a disability and who have recently received
occupational therapy services for their child.
As a participant in this study, you would be asked to:
1. Agree to an informed consent to participate in this study
2. Agree to an informal interview in a comfortable place of your choosing
3. Agree to the recording and transcribing of the interview
4. Complete a brief demographic survey

Participate in estimated 60-90 minute in-person interview:

Receive a $25.00 Amazon Gift-Card for your time.
For more information or to volunteer for this study, please contact:
Ruth Chase, OTS
Master of Arts in Occupational Therapy
St. Catherine University
Email: rechase408@stkate.edu

Dr. Paula Rabaey, Ph.D., OTR/L
Advisor and MAOT Program Director
St. Catherine University
Email: parabaey@stkate.edu

The study has been reviewed and approved by the St. Catherine University Institutional Review
Board
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Appendix D: Recruitment Email Template

Hello (group facilitator name),
My name is Ruth Chase. I am a homeschool alumni and currently a graduate student in the
Master’s of Occupational Therapy Program at St. Catherine University in St. Paul, MN.
I am writing a thesis as part of the requirements for my graduate program and my study is
exploring the experiences of parents who homeschool a child with a disability and how they
access and utilize Occupational Therapy services. This study is important because OT
practitioners need to be better informed on the unique experiences and challenges of parents who
homeschool a child with disabilities so that interventions can be most effective.
I am looking for 3-5 individuals willing to participate in an in-person interview.
If you believe this study is appropriate for the group you facilitate, please respond to this
message and I will send you a flier PDF for you to distribute to your group. I’m happy to answer
any questions you may have. This study has been approved by St. Catherine’s Institutional
Review Board. If you have any concerns, you can ask them before agreeing to email the flier.
You can also feel free to contact the faculty advisor: Dr. Paula Rabaey, Ph. D., OTR/L at
parabaey@stkate.edu.
Thank you for your consideration, I look forward to hearing from you.
Sincerely,
Ruth Chase
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Appendix E: Demographic Survey
Demographic Profile Questionnaire
1. What is your age? _________________________________________________________
2. Number of children in your home_____________________________________________
3. Ages of children in your home_______________________________________________
4. Number of children who are currently being homeschooled________________________
5. Years of homeschooling experience___________________________________________
6. How many of your children have received Ocupational Therapy (OT) services?________
7. How long has your child(ren) received OT services?_____________________________
8. Does/has your child received any other services related to their disability? If so, please
list any other service providers ______________________________________________
9. Are you part of any support groups or networks related to homeschooling your child with
a disability? If so, please list:________________________________________________
10. What is your race? Black/Non-Hispanic ___ American Indian/Alaskan Native_____
Hispanic_____ Asian/Pacific Islander_____White/Non-Hispanic______Other______
11. What is your current marital status?
a. Currently married
b. Partnered
c. Divorced/Separated
d. Widowed
e. Single, never married
12. How many years of schooling have you received?
Some high school, no diploma
High school graduate, diploma or the equivalent (for example: GED)

Occupational Therapy and Homeschool
Some college credit, no degree
Trade/technical/vocational training
Associate degree
Bachelor’s degree
Master’s degree
Professional degree
Doctorate degree
13. What is your employment status?
a. Full-time outside the home
b. Full time in the home
c. Part-time outside the home
d. Part-time inside the home
e. Retired
f. Student
g. Not currently working/unemployed
14. What is your total yearly household income?
Less than $10,000
$10,000 to $19,999
$20,000 to $29,999
$30,000 to $39,999
$40,000 to $49,999
$50,000 to $59,999
$60,000 to $69,999
$70,000 to $79,999
$80,000 to $89,99
$90,000 to $99,999
$100,000 to $149,999
$150,000 or more
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Appendix F: Interview Questions
1. Why did you choose to pursue Occupational Therapy services for your child? What led
you to seek help?
-

How long had you been homeschooling at that time?

-

When did you first start noticing that your child needed additional services?

2. What was your process of obtaining Occupational Therapy services for your child?
-

Had anyone informed you about free services through the school system or early
intervention?

-

Were you referred by anyone?

3. What were you hoping would be the outcome of Occupational Therapy?
-

What was the purpose of any specific therapies?

-

Does your child have any specific OT goals?

-

Can you give me any examples so I can better understand?

4. What was/is your experience working with your child and Occupational Therapists?
-

Tell me more about…

5. How transferable/beneficial are the things you learn in therapy sessions to your
environment at home?
-

- Did anyone link any concerns you had to educational or life outcomes?
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6. In what ways (if any) did you experience Occupational Therapy taking your particular
homeschool context into consideration?
-

Does OT help you as a homeschool parent with the educational goals you have for
your child?

-

Has OT improved your child’s participation in meeting their educational goals or
participation in daily life at home and the community?

7. How could your experience with Occupational Therapy be improved?
-

How could it be improved for other parents who homeschool a child with a disability?

8. Each participant has the option to receive an emailed version of the themes, analysis, and
recommendations sections to provide any comments, edits, or feedback. Interested?
Yes/No

